Purpose of the Study: Numerous adverse physiological and psychological effects of family caregiving are documented in the literature. However, there is little knowledge about family caregivers after caregiving ends. The purpose of this study is to examine the health of former family caregivers and describe their experiences following the death of a care recipient with dementia. Methods: Eight former family caregivers were recruited using convenience sampling. Each caregiver participated in one semi-structured interview ranging from 45 minutes to 3 hours in length. The interviews were audio recorded and transcribed for qualitative content analysis. Results: Three overarching themes emerged from the data: (a) sleep disturbances, (b) changes in health status, and (c) learning to live again. Despite relief from caregiving duties, sleep disturbances in former family caregivers persisted for as long as 10 years post-caregiving. Caregivers reported changes in health such as acute health crises, ongoing illness, or a cascade of nonacute illnesses. Caregivers illustrated post-caregiving as a process of learning to live again, characterized by initial uncertainty about how to proceed in life and a reluctance to relinquish caregiving after years of identifying with the caregiver role. Implications: The results of this study suggest that there may be long-term effects of caregiving on health that persist well beyond the first year post-caregiving. Former caregivers would benefit from further research on the physical and psychological health of former caregivers after the first year of post-caregiving, the role of triggering events during post-caregiving, and interventions to meet the needs of former caregivers.
Background
The negative physiological and psychological consequences of caregiving are clearly documented in the literature.
It is commonly assumed by clinicians that caregiver stress, depression, insomnia, and other symptoms resolve after the care recipient dies or is institutionalized. Yet, further studies of the physical and emotional states of former caregivers of people with dementia are somewhat conflicting. Crespo, Piccini, and Bernaldo-de-Quiros (2013) found former caregivers exhibit minimal depressive symptoms, whereas Robinson-Whelen, Tada, MacCallum, McGuire, and Kiecolt-Glaser (2001) determined former caregivers experience more depression, loneliness, rumination, and negative affect when compared with noncaregivers during the first 3 years post-caregiving. Grasel (2002) examined the presence of somatic symptoms in former caregivers of patients with dementia and found reports of aching limbs, heart complaints, and physical exhaustion were reduced 6 to 12 months following the care recipient's death, but the number of physician office visits made by the caregivers had increased at that time.
Former caregivers have also been studied in the context of their experiences with nursing home placement. In Sweden, former caregivers of people with dementia exhibited greater burden when placing the care recipient in a nursing home compared with group living care, described as a home-like setting accommodating six to eight residents (Andren & Elmstahl, 2002) . Burden was intensified further by lack of preparation for long-term care, past negative experiences with health care, and insufficient education about dementia (Johansson, Ruzin, Graneheim, & Lindgren, 2014) . Thus, the experience of relinquishing caregiving to nursing home caregivers is characterized by significant stress.
Caregivers are vulnerable to physiological imbalance and emotional distress while functioning in this challenging role. Research on former caregivers has focused predominantly on long-term care transitions and the presence of depression during bereavement with minimal attention given to the health of former caregivers and the experience of post-caregiving following the death of the care recipient. Additionally, the experiences of former caregivers of people with dementia have not been explored qualitatively. A more intricate and comprehensive understanding about the health and experiences of former caregivers of people with dementia is desired, as there are numerous gaps in knowledge and conflicting evidence related to this population. The purpose of this study is to (a) describe the experiences of former family caregivers following the death of a care recipient with dementia and (b) examine the health of former family caregivers following the death of a care recipient with dementia.
Methods
A qualitative descriptive study using individual semi-structured interviews was conducted to examine the post-caregiving experiences of former caregivers of care recipients with dementia. Qualitative description was chosen because straightforward descriptions of post-caregiving and the health of former caregivers were desired (Sandelowski, 2000) . A former caregiver was defined as an individual with a past informal, unpaid caregiving experience that concluded due to the death of the care recipient. Ethics approval was granted from the institutional review board at the University of Massachusetts Dartmouth. Criteria for inclusion in this study included participants who were aged 18 or older, English speaking, and the former primary caregiver for a person with dementia who has died. Purposive sampling was used to identify participants, specifically by asking health care colleagues for referrals to former caregivers who were interested in participating. Snowball sampling was utilized by asking early participants to identify and refer other potential participants. Data saturation was achieved after interviewing eight participants. Participants did not receive incentives for their participation.
The first author conducted eight semi-structured interviews, ranging from 45 minutes to 3 hours, at a location of the participant's choosing. After obtaining informed consent, the participants were asked open-ended questions regarding their caregiving and post-caregiving experiences, perceived positive and negative aspects of caregiving and post-caregiving, and physical and psychological health before, during, and after caregiving (Table 1) . Prompts were used when necessary. Field notes reflecting the interviewer's thoughts about the material and emotional responses of the participants were maintained in accordance with the method proposed by Morse and Field (1995) .
Qualitative content analysis was performed to provide a comprehensive account of the data, as content analysis is the preferred analysis strategy for qualitative descriptive studies (Sandelowski, 2000) . The interviews were audio recorded and transcribed. The interview transcripts were read multiple times, identifying reoccurring patterns within the text. First, codes were applied to meaningful chunks of data and then grouped into categories of similar data based on shared concepts (Miles, Huberman, & Saldaña, 2014) . Following the first cycle of coding, the two authors compared the results of their coding and discussed any discrepancies. During the second cycle of coding, codes were grouped into broader categories that were combined into themes and subthemes (Miles et al., 2014) . In the following text, a pseudonym has been assigned to each participant, and individual participant characteristics are provided in Table 2 .
Results
Eight former caregivers were interviewed between December 2015 and February 2016. The participants included seven women and one man ranging in age from 50 to 90 years. Six participants were caregivers of spouses or partners and two were adult children caregivers. The length of caregiving, excluding any time that a care recipient resided in a long-term care facility, ranged from 4 to 13 years. The duration of the post-caregiving period, defined as the time elapsed since the care recipient's death, ranged from 4 months to 10 years. The majority of the care recipients were diagnosed with Alzheimer's disease (n = 6) ( Table 3 ). The two remaining care recipients were diagnosed with an unspecified type of dementia by a physician.
During the interviews, participants were presented with open-ended questions that elicited rich descriptions of the positive and challenging aspects of caregiving, the experience of being a former caregiver of someone with dementia, and changes in physical and mental health during and after caregiving. Three overarching themes emerged from the data: (a) sleep disturbances, (b) changes in health status, and (c) learning to live again. Themes and subthemes are detailed in Table 4 .
Sleep Disturbances
Six former caregivers endorsed ongoing sleep disturbances that initially developed during caregiving and failed to resolve completely following the death of the care recipient. Sleep disturbances included nightmares, delayed bedtime, nocturnal anxiety, early awakening, and difficulties initiating and maintaining sleep. Four participants described a similar pattern of sleep disturbance across their caregiving and post-caregiving experiences, beginning with new-onset insomnia while caregiving, usually related to hypervigilance and fear that the care recipient would fall or elope from the home. Two participants acknowledged sleep disturbances persisted for several months following the death of the care recipient, but sleep quality improved gradually during the first year post-caregiving; however, sleep quality never returned to its pre-caregiving baseline many years after caregiving. Similarly, two caregivers of care recipients who were placed in nursing homes reported a reduction in sleep disturbances several months after nursing home placement, but sleep quality never returned to pre-caregiving baseline up to 10 years post-caregiving. Alice recounted difficulties with returning to her pre-caregiving sleep routine during the first year following the death of her mother and reported chronic insomnia that has lingered for 7 years post-caregiving.
I had been sleeping on a mattress… on her living room floor for quite a few years, and when I came home to live when she died, I just really couldn't go back to bed. I felt that I had to stay on that mattress…and watch TV to get to sleep because that was the routine that I had over there… I don't even remember if it was a year or not, but it was a long time that it took me to get back into my bed… I'd come into my bedroom and it was just like a foreign place to me.
Maria, who lost her husband 4 months prior to the interview, sometimes avoids her bed by postponing bedtime.
Sometimes I'll just stay up later because I'm sort of like avoiding probably going to bed. It's hard having an empty bed. I tend to keep things on that side of the bed like folded clothes.
Olga, who cared for her husband for 13 years, described vivid, distressing nightmares since his death almost 5 years ago. The nightmares are sometimes accompanied by early awakening due to the sensation of her husband lying beside her in bed.
I could tell you how many dreams I'd have before my husband passed away. I hardly had a dream. Since he passed away… I think I dream every night, and the thing was, they were awful dreams… really scary.
Similarly, Catherine described recurring dreams with unsettling themes and distressing content.
I have recurring themes. One of them is that my car gets stolen… and another recurring theme for me is either taking an exam that I can't finish, being late for my class at school… so they're also anxiety kinds of dreams. Theresa reported difficulty with initiating sleep on the nights following a support group meeting or psychotherapy session.
…Tuesday night, we had our grief group, and even though I'm not necessarily thinking about that, I think it does something to my brain because I will find frequently too, on the day when I see [the psychotherapist], that night I won't sleep well.
Changes in Health Status
Several former caregivers experienced changes in health status shortly after the death of the care recipient and relief of caregiving duties. Changes in health were characterized by acute health crises, ongoing physical or psychological health problems, or a cascade of multiple, consecutive, nonacute health problems. Shortly after the death of her partner, Theresa became acutely ill.
The whole time she was still home, I don't think I got sick… I think it all had to do with, obviously, my defenses being down… and we would have had an anniversary [around that time].
Further, former caregivers reported that the physical and mental health problems incurred during caregiving failed to resolve in the time following the care recipient's death. Former caregivers described ongoing depressive symptoms for years after the conclusion of caregiving and a new onset of chronic anxiety. Bridget starting taking antidepressant medication while caring for her mother and continued on the medication for several years following her mother's death: I thought, oh, I could get off of it right away because I thought I don't have the stress anymore… then I talked to my doctor… he said, "No, we're not going to go off of it for a while. We're going to see how it goes." And I saw him every six months, and when the time came, then we started gradually going off of it.
Despite relief from caregiving stressors, former caregivers identified a need for continued treatment of cardiovascular conditions, such as hypertension and cardiac dysrhythmias, that were diagnosed while caregiving and attributed to stress by health care professionals, as well as an inability to reduce body weight to pre-caregiving weight. While caring for her husband, Catherine was diagnosed with a cardiac dysrhythmia that her physician attributed to stress and this was eventually controlled with medication; however, she continues to experience occasional symptoms of the dysrhythmia 10 years after her husband's death. We just determined that it was all stress, so I started taking a beta-blocker for that, and I'm still on that same medication… I mean, it's certainly subsided, but it took a long time for it to calm down, so that was an effect of the stress.
Olga recounted her caregiving years as being free of illness, but reported a period of declining health characterized by the diagnosis of multiple acute and chronic conditions immediately following the death of her husband.
…I really didn't have any problems that I can recall. It was after… it just went right downhill. Two weeks after he passed away, I started with a urine infection… it seemed like there was always something wrong. Then it was my stomach… They said I have reflux… I was going back and forth to the doctor… I feel worse now than when I was taking care of my husband.
Learning to Live Again
Although each former caregiver's experience of living postcaregiving was unique, several commonalities were noted. Former caregivers depicted post-caregiving as a process of transitioning comprised of five distinct, nonlinear subthemes: (a) letting go of the caregiver role, (b) filling the gap, (c) guilt and regret surrounding past decision-making (d) acknowledging personal growth, and (e) triggers. They described this process with several similar terms: "learning to live again," "transitioning," and "rebuilding."
Letting Go of the Caregiver Role
Uniformly, former caregivers identified a prominent void or gap in their day immediately following the death of the care recipient, which resulted in feelings of uncertainty and ambiguity. Accustomed to days filled with caregiving responsibilities, caregivers recalled not knowing how to proceed with life as they grappled with deciding how to use their free time. Early in post-caregiving, the former caregivers frequently asked themselves: "What do I do now?" Alice reported a sense of uncertainty that lingered for over a year after the death of her mother before she was able to establish a new "routine."
…when she first passed away, it was awful. At the beginning, it was almost as if I had to learn to live again and it took me a long time to do that… I felt I had certain spots in the day that had to be filled… I just couldn't get myself to do anything. I was just there… it seemed like, well, what do I do now?... I should be with my mother. I should be doing something to help her.
Six caregivers disclosed this period of uncertainty was characterized by a loss of interest in socialization and a lack of motivation, and five spousal caregivers affirmed intense loneliness. The length of this time period was highly variable, ranging from a few months to over 5 years. Bridget discussed her ongoing lack of desire for socialization.
…we can't get our life back into being around people. We try, but then we get so far, and then we back off again… That's one of the things, you want to enjoy but something just keeps pulling you back because you shouldn't have that much fun.
Olga has lost her motivation to go about her usual daily activities, which has lengthened her time spent alone.
Well, a lot of times, I'm alone, you know? And it seems like I don't feel like doing a lot of the things I used to like I don't feel like driving like I used to.
After years of caring for a loved one with dementia, former caregivers identified with the caregiving role and expressed difficulty with letting it go. Many participants considered caregiving to be part of their identity. Catherine contemplated if relinquishing her identification with caregiving was possible.
…I had been a caregiver for so long and it was what identified me for so long that it was really hard to let that go… I don't think I'll ever totally let go of it.
Several former caregivers did not wish to move on from their caregiving experiences and delayed returning to a precaregiving routine or creating a new post-caregiving routine. Former caregivers not only grieved their loved one but also grieved the loss of caregiving. Four months after her husband's death, Maria reflected on her new unwanted freedom.
…because I don't have that day to day kind of intense care that I am providing, it's hard to figure out what I want to do with that time or energy… it's freedom I don't want… I would give anything to be providing that care.
Filling the Gap
The loss of both a loved one and the caregiving role left a prominent gap in caregivers' lives, and caregivers sought to refill the gap with (a) a new caring role or (b) new meaningful noncaring activities and roles. Former caregivers described a loss of purpose when caregiving ended. For some former caregivers, the lack of a purpose was temporary, but for others it is ongoing. In general, they reacted to the loss by replacing caregiving with another meaningful activity that would redefine their life purpose; however, some caregivers attempted to reassume the caregiver role. Caregivers who explored new pursuits and roles embraced a new life purpose. Several former caregivers pursued both caring and noncaring purposes.
Caregiving as a life purpose
Seven former caregivers indicated that they had been caregivers on multiple occasions during their lives and were not first-time caregivers when they assumed the caregiver role for a loved one with dementia. They reported additional caregiving experiences with spouses, parents, and in-laws afflicted by chronic illnesses. Some former caregivers acted as caregivers for the first time during adolescence, while others were not caregivers until midlife. Several former caregivers defined caregiving as a life purpose or mission. For example, Bridget had cared for people intermittently throughout her life and reflected on caregiving as her life goal and mission.
I always took care of people, so I never felt that that was going to be the wrong thing to do… I just took it as that was part of my life goal, to take care of them… It's stressful, but sometimes it's rewarding.
Margaret related her affinity for caregiving to her gender and nursing profession.
I think as a nurse too, or just like some women, that's your role in life is to take care of people when you see there's a need… I couldn't like say, 'I can't do this.' It's just not in me.
Former caregivers utilized numerous terms to describe their affinity for caregiving, including "role," "mission," "purpose," and "life goal."
Replacing caregiving with more caring
Five former caregivers reported seeking new caring roles since the death of the care recipient. Bridget, who has resumed caregiving responsibilities for another chronically ill relative since her mother's death, described her desire to return to caregiving and the challenges with refocusing on herself after years of caregiving.
…there are times that I want to get back into that routine. I feel that it's calling for me, that urge to come back… Not being a caretaker… you have to look at yourself. That alone, to be able to pick up and go on for yourself… is a positive, but it's like a negative also because do you really want to do that?… I had to focus on me now. That's a hard thing to do after you have always taken care of someone, to think about yourself because I feel that I gravitate to people who need me… so I guess that's part of being a caretaker. You're always looking for that, to take care of people.
The other four caregivers have made deliberate efforts to care for adult children, grandchildren, and significant others. Since the death of her husband, Olga has refocused her affinity for caring on her children and grandchildren by helping them with cooking, laundry, and household chores. 
Replacing caregiving with other meaningful noncaring activities and roles
Several former caregivers pursued a new life purpose by replacing caregiving with other meaningful activities frequently related to Alzheimer's advocacy and other dementiarelated causes. For example, Catherine has devoted part of her retirement to helping other family caregivers of people with dementia through support group facilitation, writing, public speaking, and raising money for Alzheimer's research.
…if you have to have something bad happen to you, to be able to turn it into something positive that helps other people, it's a good thing to do… I like to say when I go out to speak that I have a lot of passions, that I have passions for gardening and for hiking and for quilting… I chose those passions, and then I have a passion that chose me, and that's what Alzheimer's is… I think there are ways to give of yourself that sort of replace that caregiving role… working with the Alzheimer's Association and that work that I do-I think that's filled the void.
Theresa discussed her work with Alzheimer's advocacy as a means of honoring her partner. 
Guilt and Regret Surrounding Past Decision-Making
Retrospectively, former caregivers often expressed feelings of regret and guilt surrounding decisions they made while caregiving, particularly the decision to pursue nursing home placement for the care recipient. The choice to pursue long-term care was motivated by a lack of other viable options and a lack of support from relatives. Two former caregivers promised their loved one that nursing home placement would never be considered as the disease progressed and struggled to reconcile their failure to uphold this promise. Almost 6 years following her mother's death, Bridget acknowledged persistent feelings of guilt that have extended into her post-caregiving life.
I never thought I would end up putting her in the nursing home. I promised her I would never put her there and I ended up having to put her there because there was no where else to take her… but it was my part of feeling guilty that I let her down… You hope that they understand and that they knew everything you did for them was for their best interests, and that was the part that I always had a problem… Does she truly know that I love her this much that I'm trying to take care of her? Even now… I still catch myself thinking, did I do the right thing for her?
Seven years later, Alice continues to regret her decision to place her mother in a nursing home, and reminders of this experience in her daily life often trigger negative memories of her mother's time in the nursing home, causing her to relive her decision-making.
What I really relive a lot is the fact that… I know in my heart that she never would have wanted to be there, and that's what I think about a lot… she would've rather have been in her own house… If I knew then what I know today… she probably would have been able to stay home a lot longer than what she did…I definitely regret that I had to put her in a nursing home period.
Acknowledging Personal Growth
Retrospectively, many former caregivers described how they regarded the experience of caregiving positively because they evolved and became better human beings as a result of their caregiving. The caregiving experience also enabled the caregivers to learn their strengths when faced with challenges. Margaret regarded her caregiving as a life experience that yielded great personal growth.
I learned that I could do much more than I thought I could ever do in my life as far as giving and caregiving. You know, the tolerance and the strength and how you get it from inside somewhere, the strength to just keep doing… what you have to do and making those hard decisions…
Triggers
Four former caregivers acknowledged the presence of triggers, which were described as people, locations, or items that prompted a memory of the care recipient or the caregiving experience, and elicited an emotion, usually sadness or anger, when encountered by the caregiver. The participants described triggers such as: a men's department store where one caregiver shopped for her husband; milestones such as a grandchild's birth; an item of clothing; seeing the nursing home employees who cared for one caregiver's mother at the grocery store; hearing the phone ring in the middle of the night, prompting memories of late-night calls from the nursing home that brought bad news; and accepting caregiving responsibilities for a new care recipient. Triggers evoked sadness, anger, fear, negative memories, and the reliving of a caregiving experience.
Discussion
Content analysis revealed three dominant themes: (a) sleep disturbances, (b) changes in health status and (c) learning to live again. The experience of being a former caregiver of someone with dementia was described as a process of transitioning and rebuilding marked by unabating physical and psychological symptoms and the onset of new acute and chronic illnesses. Findings suggest the physical and psychological health conditions incurred during caregiving do not always relent following the care recipient's death.
Former caregivers acknowledged the development of sleep disturbances during caregiving that persisted following the care recipient's death, and although sleep disturbances improved during post-caregiving, caregivers were unable to attain the baseline quality of sleep they had precaregiving. Carter (2005) explored sleep disturbances in former family caregivers during the first 6 months following the care recipient's death, and found sleep quality was affected by nightmares, frequent awakenings, and grief. The findings of a qualitative study conducted by Arber and Venn (2011) suggest family caregivers continue to experience sleep disruptions even following the care recipient's transition to long-term care. However, the present study documents sleep disturbances in former family caregivers persisting for as long as 10 years after caregiving ended. The presence of continued sleep disturbances that linger for many years after caregiving is a new finding, as sleep disturbances that extend beyond caregiving and the first 6 months of bereavement are currently unexplored in the literature.
The evidence surrounding continued depression in former caregivers is conflicting as some researchers suggest that depressive symptoms diminish post-caregiving (Crespo et al., 2013) . However, the present study is supported by the findings of several studies on former caregivers in which caregivers endorsed persistent depression during the months and years following the care recipient's death (Aneshensel, Botticello, Yamamoto-Mitani, 2004; Bodnar & Kiecolt-Glaser, 1994; Tweedy & Guarnaccia, 2007) . Additionally, the present study revealed that some caregivers experience a new onset of anxiety following the death of a care recipient. The presence of new-onset anxiety in former caregivers is an area that warrants further study.
Former caregivers also reported declining health following relief from caregiving, which may be supported by a study that found an increase in physician office visits made by former caregivers of older adults with dementia following the death of the care recipient or nursing home placement (Grasel, 2002) . The reason for an increase in physician office visits shortly after caregiving is unclear, but the results of the present study indicate that declining health may be one factor contributing to greater health care utilization during post-caregiving. Many years into postcaregiving, former caregivers discussed the continued need for pharmacological treatment of cardiovascular conditions that were diagnosed during caregiving and attributed to caregiving-related stress by the caregivers' health care providers. This finding is consistent with a study by Grant and colleagues (2002) , where bereaved spousal caregivers of people with Alzheimer's disease demonstrated higher systolic blood pressures than noncaregivers 6 to 12 months following a spouse's death. However, there is a dearth of studies exploring the physical health of former caregivers beyond the first year of post-caregiving.
Following the death of the care recipient, former caregivers described feelings of guilt and regret surrounding their care decisions up to 7 years post-caregiving, particularly the decision to pursue nursing home placement. In retrospect, caregivers challenged past decisions and questioned the choices they made. These findings are in alignment with numerous studies that examined the experiences of current caregivers of people with dementia and found similar reports of guilt or regret following long-term care placement of the care recipient (Garity, 2006; Sanders, Ott, Kelber, & Noonan, 2008) . Another study documented reports of guilt in bereaved caregivers 3 to 5 months following a care recipient's death (Almberg, Grafstrom, & Winblad, 2000) . However, prolonged feelings of guilt and regret that extend well beyond the first few months of postcaregiving were described by the participants in this study, a new finding that has not been reported previously in the literature and may be a significant variable in the psychological health of a former caregiver.
Former caregivers illustrated post-caregiving as a process of learning to live again, characterized by initial uncertainty about how to proceed in life followed by a reluctance to relinquish caregiving after years of identifying with the caregiver role, which builds on the post-caregiving trajectory proposed by Larkin (2009). Larkin's post-caregiving trajectory comprises three distinct phases: (a) the post-caring void, characterized by a loss of purpose and identity; (b) closing down the caring time, as caregivers relinquish former activities and behaviors and adapt to new routines; and (c) constructing life post-caring, comprised of rebuilding abandoned relationships, engaging in leisure activities, and pursuing caring roles such as volunteer or paid work for caregiving organizations (2009). The present study supports Larkin's post-caring phases and expands her proposed trajectory by suggesting that the pursuit of further caring activities may be an endeavor to fill the post-caring void and redefine or maintain one's life purpose. The present study emphasizes that caregiving may not be a temporary undertaking, but a lifelong purpose, and caregivers may seek fulfillment of this purpose throughout their lives.
In the present study, most former caregivers identified strongly with the caregiver role and assumed this role on multiple occasions during their lives. Several caregivers elected to reassume the caregiver role since the death of their loved one, which is also congruent with Larkin's (2009) findings. Because 70% of participants in Larkin's study assumed a caregiver role on more than one occasion, she coined the term, "serial caregiver" to reflect the "cyclical nature of caring and post-caring in… caregivers' lives" and attributed this phenomenon to caregivers' perceived lack of choice in reassuming the role often due to external circumstances (p. 1037). The present study builds on Larkin's findings by suggesting instead that serial caregiving is pursued by former caregivers to alleviate discomfort outside of a caregiver role and fulfill one's life purpose of providing care. Some caregivers in the present study elected to pursue a new life purpose through helping other caregivers of people with dementia. These findings are supported by research which suggests former caregivers "remained a caregiver to caregivers" by sharing their insights and experiences with other caregivers (Kim, 2009, p. 608) .
In the present study, former caregivers reported loneliness and social isolation, consistent with the findings of Crawford, Digby, Bloomer, Tan, and Williams (2015) and Almberg and colleagues (2000) . As described by Ott, Sanders, and Kelber (2007) , many former caregivers progressed past these challenges and acknowledged personal growth as a result of their caregiving experience. However, some former caregivers described the intermittent presence of triggers in their daily lives, which provoked negative emotions and memories of caregiving. In the literature, triggers have been explored in bereaved people (Waldrop, 2007) and family caregivers (Burke, Eakes, & Hainsworth, 1999 ) who experience chronic sorrow. Burke and colleagues (1999) identified several triggers of chronic sorrow in family caregivers and bereaved individuals: the passage of milestones, comparisons with norms, memories, and role changes (p. 378), which are congruent with the triggers reported by former caregivers. However, the role of triggering events during caregiving transitions or post-caregiving has not been explored.
This study offers insights into the experiences of former caregivers of people with dementia. Generalization of these findings to all former caregivers should be done cautiously secondary to the following limitations: a sample comprised of mostly female and college-educated participants; lack of cultural diversity among participants; convenience sampling; a disproportionate number of spousal and adult-child caregivers; and large variability in the length of post-caregiving (4 months to 10 years). However, there were no major differences in post-caregiving experiences between spousal and adult-child caregivers or caregivers with longer and shorter post-caregiving periods.
Because of the relatively small body of knowledge encompassing former caregivers of people with dementia, further research is indicated and may focus on physical and psychological health of former caregivers, specifically on sleep disturbances, anxiety, and cardiovascular conditions, the health of former caregivers after the first year of post-caregiving, the role of triggering events during postcaregiving, and interventions to meet the needs of former caregivers. Studies of the long-term effects of chronic stress and burden in relation to former caregivers of people with dementia are also warranted. In addition, the results of this study provide a foundation for the development of postcaregiving theoretical frameworks that will guide further research.
Implications for practice should focus on increasing health care providers' knowledge of the physical and psychological illnesses endured by former caregivers of people with dementia and include (1) Increasing awareness of long-term effects of caregiving on health by creating educational programs for health care providers and integrating content on former caregivers into medical school coursework and nursing programs. (2) Developing support groups aimed specifically at former caregivers of people with dementia that are designed to meet the unique long-term needs of this population. (3) Incorporating caregiving into the psychosocial assessment during primary care office visits. By questioning patients about a current or past history of caregiving, health care providers will identify this elusive population more frequently, determine their needs, and intervene when appropriate. (4) Constructing a psychosocial screening tool for utilization by primary care providers that may be administered to former caregivers to assess mood, anxiety, sleep, and stress.
The results of this study suggest that there may be long-term effects of caregiving on health and well-being. Recognition of the experiences of former caregivers by health care providers is essential, but frequently overlooked in clinical settings. This population would benefit from further research on post-caregiving and the development of interventions that foster greater awareness of their needs, as well as interventions that provide them with psychosocial support.
